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Background: Life-long cardiac follow-up is advocated for most patients with congenital heart disease (CHD) to anticipate long-term complications. 
Transfer to an appropriate adult-focused facility is recommended when reaching adulthood. We investigated transfer destinations of young adults 
after leaving pediatric cardiology and determined factors associated with ‘no follow-up’ and ‘no appropriate follow-up’. 
Methods: Patients with CHD, born between 1984 and 1988, and planned to leave pediatric cardiology of our tertiary care center between 2000 
and 2004 (aged 16y.) were eligible to be included. Data were derived from the CHD database. In case of missing data, patients were invited by letter 
to provide additional information. Multivariable logistic regression analysis was used to determine risk factors for ‘no follow-up’ and ‘no appropriate 
follow-up’. 
Results: In our sample of 813 patients, 627 patients (77.1%) continued cardiac follow-up in the tertiary care center, 613 of which at the Adult 
CHD program and 14 still at pediatric cardiology; 57 patients (7%) had check-ups at a satellite clinic staffed by a pediatric cardiologist; 52 patients 
(6.4%) received follow-up by a regional cardiologist; 49 patients (6%) had no further follow-up; 19 patients (2.3%) moved abroad; and 9 patients 
(1.1%) were untraceable. By applying international guidelines for cardiac follow-up, we found that 81 patients (10%) were not followed-up in the 
most appropriate setting. Male gender (OR 1.61;[95%CI 1-2.61]), no prior heart surgery (OR 3.31;[1.90-5.78]) and higher severity of CHD (OR 
1.59;[1.03-2.44]) were significant predictors of receiving no appropriate follow-up. Male gender (OR 1.78;[1.01-3.14]) and no prior heart surgery 
(OR 6.06;[3.09-11.90]) were associated with greater risk of receiving no follow-up at all. 
Conclusion: In our study, about 90% of patients with CHD receive follow-up after leaving pediatric cardiology; 84.1% is under surveillance of a 
CHD cardiologist. Despite these encouraging figures, 10% of our patients are not followed-up in the most appropriate setting. Risk factors for not 
receiving optimal follow-up were male gender, no prior heart surgery and CHD of higher severity.
